Purpose The Chinese immigrant community faces multiple barriers to quality cancer care and cancer survivorship. Psychosocial interventions can positively impact quality of life, anxiety, and distress in cancer patients. In this study, we explored the informational and psychosocial needs of Chinese cancer patients to inform the development of culturally targeted support and survivorship interventions. Methods We conducted four focus groups with a total of 28 Chinese cancer patients to elucidate their cancer informational and psychosocial needs. The groups were conducted using standard methodology and guided by communitybased participatory research principles. Sessions were audio recorded, transcribed, and translated into English. The research team conducted the analysis. Results Frequently occurring themes included (1) the need for accurate information on cancer and treatment options, (2) the role of language barriers in accessing cancer care, (3) the role of food in cancer and the need for nutritional information, and (4) the role of Chinese medicine in cancer treatment. Participants expressed significant dissatisfaction with the amount, reliability, and/or comprehensibility of available information.
mortality rates than non-Hispanic Whites and are the only major U.S. population group for whom the annual number of cancer deaths is greater than that for heart disease [5] . While disaggregated national data on the major Asian ethnic groups are not routinely available, in California, ChineseAmericans have higher rates of liver, colorectal, and lung cancer than other Asian groups, and Chinese women have the highest lung cancer mortality rate [5] . Breast cancer is the most commonly diagnosed cancer among Chinese women, and 5-year survival rates among Chinese immigrants have been shown to be lower than among U.S.-born Chinese women [6] [7] [8] .
Cancer survivorship, an area of growing clinical and research importance, is defined as the physical, psychosocial, and economic issues related to cancer, from diagnosis through treatment and end-of-life care [9] . An increasing number of people are living many years after a cancer diagnosis; approximately 65 % of them are expected to live at least 5 years [10] . Stark inequalities continue to exist in the quality of life for minority cancer survivors both during and after treatment [11] .
The Chinese immigrant community faces multiple barriers to both cancer care and a high quality of life in cancer survivorship. Stigma attached to cancer, misconceptions about cancer symptoms and severity, and overall limited knowledge about cancer and its treatment, combined with lack of knowledge about how to navigate health care systems, lack of resources to access cancer support groups, and linguistic, cultural, and financial barriers, make this group particularly vulnerable [11] [12] [13] [14] [15] [16] .
More than 45 % of NYC's Chinese population is limited English proficient [17] . The inability to communicate in English often prevents Chinese immigrants from obtaining appropriate medical attention [14, 18] . Language and communication are especially crucial in effective delivery of cancer care, given that the information transferred from physician to patient is often complex and potentially distressing in nature [19, 20] . Cultural barriers, which often coexist with language barriers, play an important role in their own right. For Chinese patients diagnosed with cancer, cultural factors such as religious fatalism, concerns about distracting physicians from treating the disease, and the "desire to be good" have been cited as barriers to proper pain management [21, 22] . Suboptimal pain management can in turn contribute to lower quality of life [22] . Lin et al. also found that cultural concerns were accountable for reduced treatment seeking and participation in clinical trials among Chinese immigrants [23] . In addition, Chinese patients may often be passive in the health care system, as doctors are traditionally seen as authorities who should not be questioned or challenged [12] . These factors contribute to the overall reduced health literacy common among AsianAmerican immigrants [24, 25] .
Approximately one-third of cancer patients with significant psychological distress are in need of psychological interventions [26] . It has been well documented that psychosocial interventions (behavioral therapy, educational therapy, psychotherapy, and support groups) can positively impact quality of life, anxiety, distress, and pain in patients with cancer [26] [27] [28] [29] . Minorities, however, are less likely to participate in social support initiatives. This is likely due, in part, to a lack of interventions that address and incorporate minorities' "social environments," the importance of which is described by Guidry et al. [11] . There are limited data on the impact of Chinese support groups on psychosocial outcomes and quality of life [30, 31] . Chinese patients, for whom "losing face" may include loss of self-control in public, may find support groups with an educational focus especially useful in providing a safe distraction for emotional expression [32] . In a qualitative study of the experience of illness for Chinese women with breast cancer, Lam and Fielding demonstrated that women without visible physical changes would try to keep their illness a secret to avoid stigmatization rather than seek social support from peer groups [12] . For these women who lack support from their core social resources, support groups may be particularly valuable [12] . Education-based support groups have been demonstrated to be more effective than groups focused on peer discussion of positive and negative thoughts on improving both mental health and physical scores [33] . While similar studies among Chinese patients have not been conducted, the Virtual Community for Immigrants with Cancer demonstrated that Spanish-speaking patients participating in online support groups prefer to start their groups with cancer-related specific information [34] . This approach may make it easier for patients to express emotions in the context of the presented information [34] .
This focus group study explored the needs of a diverse group of Chinese immigrant cancer patients in New York City. The primary objective was to gain knowledge of their informational and psychosocial needs that could be used to inform the development of culturally targeted educationbased support and survivorship interventions.
Methods
IRB approval was obtained. Focus groups were based on standard methodology for planning and designing the focus group study, developing a focus group guide, recruiting participants, selecting facilitators, and analyzing the results [35] . The study was guided by community-based participatory research principles [35, 36] . Community-based research is a collaborative method that equitably and actively engages community members, organizational representatives, and researchers in all phases of the research process [36] . In particular, community-based research builds on the strengths and resources within the community, promotes a colearning and empowering process that attends to social inequalities, and disseminates findings and knowledge gained to all partners [36] . Chinese survivors, communitybased organizations, and health care providers serving Chinese immigrants with cancer contributed to the development, implementation, and analysis of the study. A key partner was the American Cancer Society (ACS) Asian Initiatives located in Flushing, Queens, the largest Chinese immigrant neighborhood in NYC. Focus group guide topic areas included the need for clinical cancer care information, the need for information on ancillary cancer care services, the need for general health care system information, and the need for emotional and social support. Each topic area included a set of questions, asked across all the groups. The topic related to the need for clinical cancer care information was the most lengthy (18 questions), 8 questions were asked related to ancillary care, 2 related to general health care, and 12 related to emotional and social support.
Two bicultural Mandarin-and Cantonese-speaking facilitators were trained in focus group methodology using a curriculum developed and tested with immigrant communities [35] . Participants were recruited from the community by a cancer support organization and through the surgical oncology clinic of a large NYC municipal hospital. Recruitment flyers and a telephone screening questionnaire were utilized. Participants were provided with an information sheet in Chinese describing the purpose of the focus groups and what the study would entail, and study staff responded to any questions, ensured that the presented information was understood, and verbally consented participants. To maintain complete anonymity of the participants, written consent was not obtained, as there was the perceived potential for legal, social, or economic risk in signing a consent form for any of the participants whose immigration status may have been undocumented. Inclusion criteria were (1) non-U.S. born, (2) of Chinese descent, (3) primary language not English, (4) proficiency in Mandarin or Cantonese, (5) age 21 through 80 years, and (6) diagnosis of cancer (any type).
Groups were held at ACS Asian Initiatives offices and at the NYC municipal hospital from where patients had been recruited. Each group interview was 90 min in length and conducted in Mandarin or Cantonese by trained facilitators and recorders. In addition to the facilitator, two recorders were present at each focus group to take detailed notes on the order of speakers and any significant nonverbal cues [37] . The Mandarin-and Cantonese-speaking groups were held separately, except for one mixed group with a trilingual facilitator who fostered discussion between the Mandarinand Cantonese-speaking participants. Groups included patients of mixed cancer diagnoses but were single gender to encourage open discussion if sensitive issues were raised related to gender-specific diagnoses. Sessions were audio recorded and transcribed and were then translated into English and checked by a professional and community translator. The initial analysis was conducted by two of the authors (JL, TL), using inductive analysis techniques. Inductive analysis requires that categories, patterns, and themes come from the data; this iterative process then results in a coding scheme [38] . After the coding scheme was developed, the transcripts were reread and coded. The process of coding permitted reviewers to closely examine the prominent issues brought up in the focus groups as well as a chance to identify specific subtopics. A third author (FG) reviewed the codes. Results were discussed (JL, TL, FG), disagreements on coding were resolved, and key themes were elucidated. Each of the reviewers also selected quotations to illustrate the key themes.
Results
Four focus groups were conducted with Chinese cancer patients who were fluent in Mandarin, Fujianese, and/or Cantonese (Fujianese patients were also fluent in either Mandarin or Cantonese). A total of 28 patients participated. One group was held with women, and three groups were held with men. Patients' age ranged from 38 to 79 (mean 57, standard deviation 10.1). Table 1 summarizes the participants' demographic characteristics. All participants were immigrants from Asia, predominately China, Taiwan, and Hong Kong (89 %), and most commonly diagnosed with breast (25 %) or liver (32 %) cancer. Eighty-one percent of them were currently undergoing treatment. The most frequently occurring themes included the need for accurate cancer information, the need for information on treatment options, the role of language barriers in accessing cancer care, the role of food in cancer and the need for nutritional information, the role of Chinese medicine in cancer treatment, the burden of disease on the family, and the need for social, emotional, and spiritual support. Themes were similar between male and female participants, except that women more frequently described the need for social and emotional support.
The need for accurate cancer information Across all groups, participants described searching and a desire for accurate information about cancer and its risks. Several participants described going online for information. Others described reading books, newspapers, clinic brochures, and obtaining information through cancer support organizations and by word-of-mouth. Of the eleven participants who spoke in some detail about their informationseeking behavior and/or informational needs, all but three expressed significant dissatisfaction with the amount, reliability, specificity, and/or comprehensibility of the information available to them.
Some felt there was too much available information, and it was impossible to know which information was accurate. Others felt there was no enough information: "I don't understand anything, and I am confused, even apathetic. The doctor says let's begin the treatment, and my mind is completely blank and utterly oblivious." Another participant said: "Besides what the doctors told me, I had nothing to read. I went online to look myself, but it was all in English, which I don't understand too clearly. So I don't think that [this information] is really available." Participants described drinks or certain foods being advertised to prevent or cure cancer and not knowing whether these could have an impact on the disease: "If medical professionals could provide patients with enough knowledge of what really does prevent and cure cancer, it'd be much better than whatever ideas [we hear] passed around by word of mouth."
The need for information on treatment options Many participants expressed a need for guidance in making decisions about treatment options and felt unable to challenge their doctors: "When I started to see a doctor and the doctor told me that I have to go through an operation and do chemotherapy, I basically had no other option. I had to choose between going through it and not going through it. I think that everyone basically has experienced this struggle, but at the end of course we submit to the doctor's authority and carry on with the procedure…for us and medical treatment, we are completely in an ignorant state, we only can follow the doctor." Participants expressed a desire for second opinions but also were often confused by having multiple doctors and did not know which doctors' advice to follow.
The role of language barriers in accessing cancer care
The impact of language barriers was discussed by many participants in all groups. Language was felt to be a crucial issue. Participants discussed the role of language barriers in impeding participation in the treatment process and in situations where they were not receiving the care and attention they needed from the medical staff and had to advocate for themselves. While some participants described available and convenient interpreting services, many were not aware of interpreting services and described challenges in communicating with doctors and nurses. Many described bringing family members (especially children) along to act as interpreters. One participant described being asked to find his own interpreter and another described "bearing" pain and discomfort rather than coming to the hospital because of the inconvenience of having to find an interpreter to come with him. One patient related that while undergoing a PET scan, he had no interpreter: "When I was lying in the bed [for the PET scan], I couldn't understand what the doctor was talking about. He was speaking English and I was speaking Chinese." Some described a preference for Chinese doctors and dissatisfaction with their current doctors. One explained, "My family doctor is a foreigner [American] and I think it's hard to talk to him. If I had a Chinese doctor as my primary care doctor, then that would be best." Another said, "We don't understand our doctors. They are foreigners [Americans] . We can't understand what they say. They don't talk to us. They just type on their computers."
The role of food in cancer and the need for nutritional information Participants in all groups spoke extensively about food in relation to their disease. For example, some participants believed that they were infected with hepatitis B through food, while others thought that certain foods prepared by stir-frying or deep-frying cause cancer. Many wanted more information on what foods they should eat after being diagnosed, after chemotherapy, and to prevent recurrence. One participant said, "How [now that treatment is finished] do I maintain this condition now and not let the cancer recur? I still don't know about this, and how would I know [find out] anything about it? They say that you should eat a lot of vegetables and don't eat meat, but we are very ignorant when it comes to this and what this is all about. There's nowhere to ask, either." Others described similar questions and opinions. One participant explained: "I feel like eating is something that we can make a difference in. But everyone seems to have a different opinion on what one should eat after chemotherapy. I think this is the most important problem." Another noted: "This is because really in the beginning the thing that has the most relevance to us is our diet, and so we really don't know how to go about doing this."
Despite questions about what to eat during and after cancer treatment, participants generally agreed that consuming more fresh fruits and vegetables, less meat, and fewer high-fat foods was beneficial to their health, particularly as cancer survivors. Several participants of both genders specifically talked about eating more vegetables because of their diagnosis and/or about their importance.
The role of Chinese medicine in cancer treatment
Participants in all groups discussed the role of Chinese medicine in general and during cancer treatment but had differing opinions on the extent of its usefulness. Of the ten total participants who spoke in some depth about Chinese medicine, six reported using both Chinese and Western medicine during their cancer treatment. These participants explained the importance of taking Chinese medicine to "help expel toxins" and to "condition the body a bit" after chemotherapy. Two of these participants said that they would not take Chinese and Western medicine at the same time but would space them out by several hours to avoid potential interactions.
Although four participants expressed hesitation or unwillingness to take Chinese medicine during cancer treatment, none of them rejected Chinese medicine outright. For example, one said that in China, there are more Chinese medicine doctors to choose from and their legitimacy is more easily established than in America. She said, "[Although] we want to go see Chinese medicine doctors to help us expel toxins…what if they don't get it right [i.e., if they are not licensed or legitimate], then we get poisoned, right? So we don't dare to do it because we're scared of getting poisoned."
One younger liver cancer patient, who described an unwillingness to take Chinese medicine during cancer treatment explained, "…in America…[we're] more trusting of American doctors [laughs] . They're pretty dependable-like with blood tests and that kind of thing; [but] there's a little bit of speculation [involved] in Chinese medicine-they speculate a bit."
Burden on the family Several of the female participants described feeling as if they were a burden to their families. Chemotherapy was described as being a particularly difficult time for the family, and the cancer was experienced as "a burden on their minds, their finances, their material goods, and their kindness." Furthermore, the burden was perceived to fall on "not just one person, [but] the whole family." Participants also expressed concern for their families and the need for an understanding of how families of cancer patients feel. As one participant said, "How they face it [cancer] and how we face it is important, because cancer is a long-term struggle." Participants felt that families needed to be included in and would be very willing to attend and support programs or activities. Some participants also described the need to find social support outside the family, both to relieve the strain on the family and to have the chance to interact with other patients with the same conditions. One participant described "annoying" her sisters by calling them frequently and the need to find someone to "chat with" when feeling particularly down, otherwise "It feels like you're about to die and that's a terrible feeling."
The need for social, emotional, and spiritual support Participants described a need for social, emotional, and spiritual support: "We are pretty drained after chemotherapy, psychologically and emotionally. If we have these friends, perhaps our days will be happier. What we need now is for these friends to all support each other." Support groups were felt to be important: "Like the foreigners [Americans]-everybody who gets cancer meets up together to talk about their experiences." Participants described the need to talk with others with cancer: "Because they [those without cancer] cannot sympathize if they haven't been through it. Sometimes I have to stop myself from talking too much." Others described the need for help in coping with the fear related to illness: "No one helps me with this fear that I have, who is going to help me?" Participants described hobbies or activities that they perceived as being "good for [your] mind and body," such as listening to music, walking outside, dancing, singing, chess, and socializing. Participants also described the importance of a positive attitude: "As for one's spirit [mental wellbeing], be cheerful. I've said to my wife, I'm going to live for 500 years more [laughs]." Another participant described the importance of an integrated approach to cancer care: "Eat vegetables [not meat], combine [that] with exercise, your frame of mind-integrate all this…your emotions are the most important." Participants also felt their doctors' attitude was important: "As a doctor you need to give patients hope…if you don't give him [us] hope, we will be totally crushed." Several participants mentioned a desire for more information about available social and financial services, and one explained, "Sometimes I think that when we need to find them [social workers] we don't know where they are, and when they need to find us they don't know where we are also…We can't communicate."
Discussion
This study highlights the needs and concerns of immigrant Chinese cancer patients. Interventions such as support groups and activities (i.e., exercise programs, nutrition seminars, social events) for Chinese patients and their families need to be provided. Participants in this study expressed several barriers to quality cancer care and the need for access to accurate information related to cancer, its treatment, and the role of nutrition and Chinese medicine in cancer.
The quality of the patient-provider interaction and communication should be addressed. In this study, participants described being unwilling to question their doctors, which led to a sense of powerlessness in making treatment decisions. Some of this perceived powerlessness was related to the notion that reliable information about treatment options was not available to them. Participants' information preferences mirrored those of other cancer patient populations, who generally prefer as much information and decisionmaking participation as possible [39, 40] . Support groups and programs developed for this population should be responsive to participants' stated needs for more information on cancer and its treatment. These programs should educate and improve patients' self-efficacy for participation in treatment choices and decision-making, including teaching patients how to find further Chinese language information and resources and how to effectively communicate their questions, needs, and preferences to providers in an interpreted encounter. Programs should specifically target cultural barriers to greater self-efficacy, focusing on issues such as patients viewing doctors as authority figures, fatalism, and a fear of distracting physicians from treating their cancer [12, 21] .
Improving providers' knowledge and understanding of Chinese cancer patients' cultural background and unique concerns and priorities, as well as the barriers they face to optimal cancer care, should also be addressed. This can be accomplished through requiring all providers to complete "cultural competency/responsiveness" training. Cultural competence/responsiveness in oncology encompasses the specific knowledge, attitudes, awareness, and clinical skills necessary for effective cross-cultural communication in the clinical setting [19] . Cultural competence/responsiveness can be taught through teaching and training and is critical in oncology where cultural differences in patients' behaviors, values, preferences, and health beliefs can affect the threshold for seeking care, the recognition and communication of symptoms, the understanding of diagnostic, prognostic, and treatment information, the trust in health care providers, and the adherence to treatment regimens [19, [41] [42] [43] .
Participants described numerous examples illustrating the magnitude of the impact of language barriers on accessing cancer care and cancer-related information. Many were unaware of the availability of interpreting services in hospitals. System-level approaches should be implemented, to ensure that all non-English speaking patients are made aware of and provided with trained interpreter services and translations of educational information and instructions for procedures.
Study results underscore several additional themes characterizing areas of particular importance to Chinese cancer patients. Support and survivorship interventions for this population should address the role of diet in cancer treatment and recovery, as participants in this study were dismayed by not being able to find accurate information on nutrition and cancer. Additionally, because many study participants described using Chinese herbal medicine concurrently with chemotherapy, both providers and patients should be educated about the risk of herb-medication interactions and how to enable safe concurrent use of Chinese and Western medications [44] .
Participants voiced the central role of family in their illness, including worry about family members and the desire for inclusion of family in support initiatives. This is significant given recent research describing Chinese cancer patients' anxiety about becoming a burden on the family compounding their own distress [45] . Filial piety, the central concept of Confucianism, refers to the idea that younger family members have an obligation to care for elder family members [46] . If adult children do not provide sufficient care for elderly parents, their behavior is considered shameful [46, 47] . In this study, however, we have described how filial piety can impose an additional worry for Chinese cancer patients. In developing interventions for this population, programs should be cognizant of the role of filial piety in the care arrangements for Chinese cancer patients and should be inclusive of family members.
The study's limitations include a small sample size and potential sampling bias; the discussion could have represented the views of only a few but was strengthened by conducting multiple focus groups. However, the results present valuable information on the needs of this understudied group and parallel and expand upon the results found in the limited number of other studies that address the information and support needs of this population [48, 49] . Liu et al. studied hospitalized Chinese cancer patients and also found that patients had a significant need for informational and emotional support [49] . Huang et al., similar to our study, found that patients wanted to incorporate culture-specific treatments into their care, that family played a central role in patients' care, and that there was a strong need for interpreters, as well as psychological and spiritual support [48] . Chiu focused on the spiritual resources of Chinese immigrants with breast cancer and found areas of importance that overlap with our study, as patients emphasized family, alternative therapies, and the usefulness of support groups, as well as the importance of including traditional Chinese cultural values, religion, art, prose, and literature [31] . These previous studies, in addition to our study, suggest that an overarching framework of cultural sensitivity, with particular attention to Chinese cultural norms, values, philosophies, traditional treatments, and the central role of the family, would contribute to the effectiveness of programs for this community. Results of this study present greater detail on the informational and psychosocial needs of Chinese immigrant cancer patients, in particular, highlighting the need for accurate information on cancer and treatment options, food and nutrition, and Chinese medicine in cancer treatment. These findings provide further groundwork for future research and the development of linguistically and culturally tailored support and survivorship interventions for this vulnerable population.
Conclusion
Chinese immigrant cancer patients described several areas of informational and psychosocial needs, including the need for accurate information on cancer and treatment options, the role of language barriers and the need for assistance in accessing cancer care, the role of food in cancer and the need for nutritional information, and the need for information related to the role of Chinese medicine in cancer treatment. Interventions should be developed at multiple levels: at the patient level, to educate and empower patients on how to find Chinese language information and resources and how to effectively communicate with providers; at the provider level, through cultural responsiveness training to improve cross-cultural communication; and at the system level, to ensure provision of interpretation services. Programs should incorporate the unique cultural concerns of this population related to food and nutrition, Chinese medicine, and the central role of family.
